Background: Deaths among children are rare, but the effect on family members is profound. Compared with adult deaths, information about grief, recovery, and quality of care is sparse.
more intense grief concerning the death of their child than the death of their partner or than adult children concerning the death of their parent. Several studies regarding parental grief at the death of a child have shown that mothers have a more intense and longer grief reaction than fathers 7, 8, 10 and that parents of children who have a sudden, unexpected death have a stronger grief reaction than parents of children whose death is expected. 3, 11 However, these studies focused on parents with children in specific age groups such as neonatal death 7, 8 or adolescents, 3, 5 and some research included parents with adult children. 9 To date, parental assessment of quality of care has shown that the primary concerns are pain management and communication issues for hospital care in general [12] [13] [14] and for end-of-life care in particular. 15 In addition, there is little quantitative research regarding parental experiences with treatment and assessment of satisfaction with their child's medical care 10, 15, 16 and whether this has a relationship to the level of grief for their child.
To assess parental grief and satisfaction with their child's care, we used a qualitative phase to design an appropriate pro
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tocol and to choose among published validated instruments for the quantitative phase. There are no existing instruments to assess the quality and satisfaction with pediatric palliative care; therefore, we sought parents' opinions about existing surveys and instruments on general quality of life, end-of-life care, grief, and spirituality. Based on this first phase, we selected the Comprehensive Assessment of Satisfaction With Care-Short Form 17 (CASC) questionnaire and the Texas Revised Inventory of Grief 18 (TRIG) as appropriate surveys to use. 19, 20 We investigated the potential for differences in grief and assessment of quality of care by parent sex and by circumstances of death, sudden vs anticipated.
METHODS

SETTING AND PARTICIPANTS
We conducted interviews of parents of children who died in our 162-bed faith-based teaching hospital from January 1, 1998, through December 31, 2000. The supervising university's institutional review board approved all study procedures. Not all families could be contacted, and among those we contacted, some families refused the interview or were not scheduled for an interview during the time frame of the data collection. From 1998 through 2000, 373 patients died. Among these families, 169 (45.3%) did not have current contact information, and repeated tracing efforts failed to locate a current address or telephone number. A small number of the child cases had been investigated in the legal system and were excluded, and some parents were willing to be interviewed but failed to keep an appointment (n=25) or could not be scheduled during the funded research time frame. Of 193 families contacted about the interview, 59 (30.6%) were interviewed and 64 (33.2%) refused. Seventy-nine parents or legal guardians were interviewed. Based on advice from bereaved parents in the qualitative phase, 19 we conducted interviews at a location chosen by the subjects: at their home (37 subjects [46.8%]), at our hospital office (25 subjects [31.6%]), at another neutral location (2 subjects [2.5%]), or by telephone (15 subjects [19.0%]). For analyses using a single parent, we combined mothers and other female guardians (2 aunts, 2 grandmothers, and 1 stepmother). Similarly, we included a case with a grandfather in the category of male guardian for sex comparisons. For analyses comparing sexes, we included 19 cases with paired responses from male and female parents or guardians. We excluded 1 pair of respondents who were a female guardian and a young mother.
MAIN OUTCOME MEASURES
There were 3 components to the interview. First, we asked demographic questions about the child and the parent respondent. Second, we administered 2 existing questionnaires (detailed in the next 2 subsections). Third, we asked a series of questions designed to elicit more in-depth experiences about the quality of the child's palliative care. Three of these questions were used to provide an overall indicator of experience with care (described herein). We also reviewed the medical records of children and coded the primary diagnosis that contributed to their death.
TEXAS REVISED INVENTORY OF GRIEF
The TRIG contains 21 items in 2 scales. 18, 21 The Past Behavior scale contains 8 questions and the Present Feelings scale contains 13 questions (␣=.82 for both scales in this sample). Each item is posed as a statement with 5 response categories, ranked from 1 ("completely true") to 5 ("completely false"). The items are summed for a total score for each scale, for which a higher score means less grief and a lower score means more grief. In addition, scores provide a grief classification scheme, with each scale ranked as low grief (below the 50th percentile) or high grief (above the 50th percentile). 18 Respondents who had high grief on both scales were classified as having prolonged grief, and those with low grief on both scales were classified as having low grief (termed as "absence of grief P in the original TRIG). Low grief on the Past Behavior scale and high grief on the Present Feelings scale placed the respondent in the delayed grief group. Having high grief on the Past Behavior scale and low grief on the Present Feelings scale placed the respondent in the acute grief group. We excluded the participant's score if 3 or more items were missing for the Past Behavior scale and if 7 or more items were missing for the Present Feelings scale. For participants who were not excluded, we input the mean of other items of the scale to replace the missing items.
COMPREHENSIVE ASSESSMENT FOR SATISFACTION WITH CARE-SHORT FORM
The CASC 17,22-24 contains 35 items and 10 scales. Four scales describe physicians, including Technical Skills (4 questions, ␣=.90 in this sample), Interpersonal Skills (4 questions), Information (3 questions, ␣=.61), and Availability (3 questions). Three of the scales are about nurses. These include Technical Skills (3 questions, ␣=.82), Information (3 questions, ␣=.90), and Availability (6 questions). The last 3 scales assess satisfaction as a Care Organization (5 questions, ␣=.71), Access and Comfort (3 questions, ␣ = .54), and General Satisfaction (1 question). Each item has 5 rating response options, with 1 being "poor" and 5 being "excellent," so that a higher score means better care. To score each scale, we took the sum of the values for each question within that scale and divided by the number of questions in that scale. We excluded subjects if 2 or more items were not answered for those scales with 3 or 4 items and if 3 or more items were not answered for those scales with 5 or 6 items. The mean values were recalibrated as the mean of answered items in these cases.
STATISTICAL ANALYSIS
Descriptive statistics of individual questions and scales included means and standard deviations or proportions. We computed 95% confidence intervals for proportions. 25 We also compared scaled scores for groups defined by parent sex and the circumstances of the child's death. Our clinician colleagues classified child deaths as sudden or anticipated. Sudden deaths were those from trauma and deaths within 24 hours of birth or case presentation (eg, newborns). Deaths among children with a history of life-limiting illness were classified as anticipated. In post hoc analysis, we also examined differences between mothers grouped by their overall care experience (best possible vs less favorable). As described in more detail in the "Comment" section, the similarity of scores for the expected groups (parent sex and circumstances of death) suggested that the questionnaires might not discriminate between experiences, in part because of skewed (positive) responses on the CASC questionnaire. To determine factors affecting the quality of the parents' experience in cases in which the CASC suggested highly positive responses, we classified the experience as best possible or less favorable based on responses to the following 3 questions from the in-depth experiences questionnaire: (1) Would you recommend this hospital to relatives or friends [an overall marketing satisfaction question]? (2) Do you have confidence in the physician 26, 27 ? and (3) Were you able to identify one physician in charge of your child's care 15, [28] [29] [30] [31] ? Respondents who answered yes to question 1, who rated their confidence as 1 or 2 (having a great deal or moderate amount of confidence) in response to question 2, and who answered no to question 3 were classified as having a best possible experience. We classified any other response to these questions as a less favorable experience.
For each analysis, we calculated scores, including all parent and guardian respondents, and then restricted these analyses to mothers or female guardians for each child in cases in which 2 parents answered questions. For sex comparisons, we analyzed the 19 matched sets in which male and female parents or guardians were interviewed for the same child. Except for 95% confidence intervals, analyses (descriptive statistics, t tests for mean comparisons, and 2 for comparison of proportions) were conducted using SPSS.
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RESULTS
Seventy-nine parents or guardians completed the postdeath interview for the 59 children in the study. Interviews were conducted 7 to 39 months (mean, 21.8±7.5 months) after the child's death. For 20 children, we had responses from 2 family members. However, one of these sets included 2 women (a young mother and a female guardian), who were not included in the matched analysis. In 50 cases (84.7%), the child's death was anticipated. Nearly half of the children were male, and two thirds were white. Twenty-seven percent of the children were aged 13 years and older and 40.7% were younger than 6 months at the time they died. Table 1 gives descriptive results of these children in more detail.
The mean TRIG scores for all of the parents or guardians were in the middle of the TRIG score ranges, with a score of 22.9 for the Past Behavior scale and 33.9 for the Present Feelings scale, indicating intermediate grief levels. Scores for mothers and fathers separately were also in the middle of the TRIG score ranges for both scales. Mothers tended to have slightly lower levels of grief (higher scores) on both scales. Fathers were more likely to be in the prolonged grief group, and mothers were more likely to be in the low grief group. However, none of these differences were statistically significantly different. In addition, TRIG grief categories were not related to the time between the child's death and the interview. The time since death was similar for low vs high grief classifications for the Past Behavior scale (21.5 vs 22.0 months) and the Present Feelings scale (21.8 vs 21.7 months).
All parents demonstrated high levels of satisfaction with care, as shown by the scale scores of the CASC, and there were few differences between fathers and mothers. In instances in which some small differences occurred, mothers reported a higher level of satisfaction than fathers. Table 2 gives a complete report of these results.
In comparing responses of mothers whose child had a sudden death vs those whose child had an anticipated death, the sudden death of a child led to a stronger grief reaction for mothers in the Past Behavior and Present Feelings scales (18.6 vs 23.1 and 28.8 vs 35.5, respectively). In addition, 66.7% of mothers experiencing the sudden death of their child were in the prolonged grief group, compared with only 29.2% of mothers who anticipated the death of their child. Both groups of mothers gave high satisfaction-with-care scores for the items in the CASC, and the scores were similar between the 2 groups. From the analysis of groups based on best possible and less favorable experiences, the grief reactions were similar. Mothers who had a best possible experience also reported higher levels of satisfaction with care than mothers with a less favorable experience on all of the CASC scales. These higher levels of satisfaction were statistically significantly higher for 3 of 4 scales on physicians and the Care Organization scale. Table 2 summarizes these results.
COMMENT
Most parents in this study scored in the middle range of grief scores and in the high range of satisfaction-withcare scores. There were some small differences in grief scores by parental sex, circumstances of death (sudden vs anticipated), and type of experience (best possible vs less favorable); however, few of the score differences were statistically significant. In this study, mothers had a higher level of past grief and fathers had a higher level of present grief. Our research does not support the results of previous studies [5] [6] [7] [8] [9] that have found that mothers have a more intense grief reaction than fathers. Mothers experiencing the sudden, unexpected death of a child have a more prolonged grief response than parents who anticipated the death of their child. These parents do not have a chance to psychologically prepare for their child's death, 3, 4 and that may explain the differences we observed. We are unaware of any research regarding parents' evaluation of their child's care as it relates to their grief responses, and there were no differences among respondents' assessments in our analyses. The intensity of grief over the loss of a child may supersede the circumstances of the death and perception of the quality of and satisfaction with medical treatment. The satisfactionwith-care scores were similar between mothers and fathers, and between mothers who experienced sudden and anticipated deaths. Despite the high level of satisfaction and overall similarities, mothers with a best possible experience had higher satisfaction scores than those who had a less favorable experience.
Research on quality-of-care issues has identified several areas as increasingly important to parents concerning the death of their child. These include pain management, 12, 15, 28 adequate communication, 12, 15 and bereavement follow-up after death. 15 Consumer health care satisfaction questionnaires have had problems with positive skewed responses, or ceiling effects, [33] [34] [35] and in the development of new questionnaires, this is a central issue. [36] [37] [38] [39] When most responses are skewed toward positive reports, it is difficult to examine potential differences by group experiences. In particular, parent assessment of health care for their children is complex, 40 comprising child and parent experiences. Cognitive evaluation of the problems in satisfaction questions has focused on the importance of asking people to report experiences, rather than asking global rating questions. 41 Constructing scales for measuring satisfaction with care in the difficult situation of a child's death may require more theoretical, cognitive, and psychometric work before determining the important issues that affect the quality of palliative care for children.
This study has limitations. One limitation is that the results may not be fully generalizable to other pediatric hospitals. Results from a tertiary care center may be somewhat different than in other hospitals. However, these teaching hospitals are the primary institutions that give children the specialty care needed for serious injuries or life-limiting conditions. Our hospital was developing an end-of-life care program, 19 which may have led to better response to pain management and other aspects of care by health care teams than in other hospitals that do not have this type of program. This may, in part, explain the overall high level of satisfaction and the positive ratings of provider care from the CASC. However, one third of the families we contacted refused the interview, and these parents may have had more negative care experiences. Finally, this study included interviews about a small number of children who died during the 3 years of the project. In addition to affecting the power of our study to detect statistical differences between our comparison groups, the results are probably not representative of all parents and guardians of children who die. Without data on these parents, it is difficult to suggest the potential nature of this biased sample. We also restricted group comparisons based on the type of death and overall experience to mothers and female guardians to avoid dependence of our observations, which excluded 20 (male) observations. However, there were no significant differences between men and women matched on child deaths. The difficulty of this research lies in garnering participation of people who are grieving over the death of their child. Also, it is difficult to get the participation of single-parent families or teenage mothers, who may be harder to locate after the death of a child. In the qualitative phase of this study, parents had advised that a minimum of 6 months was needed before contacting parents for interviews. 19 This time frame was longer in our study, and it is possible that a much longer follow-up (and more funding) is needed to include higher levels of response. Although our level of participation of families is similar to that of other studies 5, 8, 9, 15, 42 on this subject, more effort is required to include larger and more representative parents in future research.
Quality of care is an underresearched aspect of endof-life care for children and families. Prior work has been more substantial for adult deaths, including finding conceptual domains for quality of dying based on evaluations of others. 43 Future directions for research should include finding and evaluating end-of-life care domains for children and considering the lessons learned from the broader field of measuring consumer satisfaction with health care. In addition, more research should be done to evaluate if experiences of death, including quality of and satisfaction with care, affect grief reactions in a larger group of parents of deceased children. Enhancing the quality of end-of-life care has become a priority not only for patients and their families but also for health care professionals. This study may help evaluate the work of the health care team, thereby providing a way to improve pediatric end-of-life care.
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